WE KNOW NEURO THE OFFICIAL MAGAZINE OF MSWA

Spring 2020
mswa.org.au

% " < P - y _, &
s S TR
e g »
e andh. Fe A § y o L3

-

2"

-

/ Support
" vig Coordination
wd
~ |/ Mindfulness

w for Beginners

/ Camps are Back!

/ Outreach News TO OUR LATEST MSWA MEGA HOME
LOTTERY WINNERS, KYLIE AND BRETT.



WE KNOW NEURO
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29 Parkhill Way 9365 4888
Fax 9451 4453
Freecall 1800 287 367

See Health Team Dept contacts on this page

MEMBER SERVICES DIRECTORY

GENERAL MANAGER -
MEMBER & CLIENT SERVICES

Nicola Washington 9365 4840
MANAGER OF ALLIED HEALTH SERVICES

Carol Chong 9365 4873
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OUTREACH GROUPS

Wilson Outreach 9365 4830
Beechboro Lodge 9377 7800
Southside Outreach 9592 9202
Albany Outreach 6154 5149
Bunbury 64542800
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Sue Shapland 6454 3174

MARGARET DOODY RESPITE HOUSE
Manager, Alimul Tasin 93859574

FERN RIVER ACCOMMODATION
Manager, Danuta Figurska 9356 2747

HAMILTON HILL ACCOMMODATION
Manager, Jo Nouwland 93315780
TREENDALE GARDENS
RESPITE & ACCOMMODATION
Manager, Linda Kidd

BUTLER SUPPORTED
ACCOMMODATION FACILITY
Manager, Chris Rush

CONTACT US

If you would like to comment on anything
you read in this Bulletin please email
bulletin@mswa.org.au or write to

MSWA, Locked Bag 2, Bentley DC WA 6983
General feedback or complaints please
contact Liz Stewart 6454 3173 or
feedback@mswa.org.au
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Our MS nurses are usually the first point of contact after the neurologist’s diagnosis of MS.
VANISHREE CHETTI, MANAGER: 9365 4818 OR COMMUNITY NURSE: 9365 4888

PHYSIOTHERAPY

Our team provides treatment interventions to develop and maintain mobility and function.
DAVE HATHORN, MANAGER: 9365 4837 OR PHYSIO DEPARTMENT: 9365 4834

OCCUPATIONAL THERAPY

Occupational Therapists enable Members to continue their work and other interests
for as long as possible through advice, aids and equipment.
MANAGER: 9365 4804 OR OT DEPARTMENT: 9365 4888

SPEECH PATHOLOGY

Our Speech Pathologists assess, diagnose and create individualised treatment
programs for Members who experience swallowing and/or communication difficulties.
PAMELA WINDRAM, MANAGER: 6454 3140

DIETETICS

Dietitians are university-qualified nutrition experts who promote general health and
disease prevention/management through dietary changes.
PAMELA WINDRAM, MANAGER: 6454 3140

COUNSELLING, PEER SUPPORT & HEALTH EDUCATION

Talking with a Counsellor creates a safe, respectful and confidential environment for
you and those close to you to explore options, create change or gain understanding
about your life.

TO MAKE AN APPOINTMENT PLEASE CALL: LISA PAPAS, MANAGER: 9365 4836
OR COUNSELLING DEPARTMENT: 9365 4811

SOCIAL WELFARE

Social Welfare Officers assist Members and their families to access services
and supports to remain living independently at home. They specialise in case
management, advocacy and sourcing funding options.

KATH KNIGHTS, MANAGER: 9365 4835

COMMUNITY SUPPORT

We provide long-term and time limited in-home supports including assistance with
personal care for people with MS, to help them remain in their homes. Care and
supports are provided through a combination of funding from the Department of
Communities - Disability Services, and our own fundraising efforts.

MANAGER: 9365 4851

CUSTOMER ENGAGEMENT DEPARTMENT

Our experienced teams will provide you with personalised support right throughout
your NDIS journey. From helping you to access the NDIS to working with you to get the
most from your plan, our trained staff are here to help.

GEOFF HUTCHINSON, MANAGER CUSTOMER ENGAGEMENT: 9365 4879

CAMPS & RECREATION

MSWA provides separate recreation camps for Members, carers, and families, primarily
funded by Lotterywest, and for a nominal cost to participants. These camps provide a
break from daily routines, and strengthen friendships and support networks.
COORDINATOR FOR CAMPS & RECREATION: 9365 4843

AGED CARE

MSWA delivers all levels of Home Care Packages to eligible people with a neurological
condition who are over 65. Services are delivered by staff specifically trained in home
care for older Australians who are living with a neurological condition.

WENDY BROWN, AGED CARE COORDINATOR: 9365 4807
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This spring edition of Bulletin is full of interesting articles. We are very happy to be able to

report that — after taking precautionary measures earlier in the year to prevent the spread of

COVID-19 - we have been able to open Outreach centres again. Many of our Customers have

been enjoying the social interaction of Outreach groups and have benefited by being able to

gather with friends again. Outreach groups around Perth and country centres have enjoyed

many interesting activities in the second part of this year.

In this edition you will read about
camps that have been held for
Members which allow people to
get away from their usual routine
and enjoy some fun. One camp was
held at Treendale Respite Centre
and another at Woodman Point.
You will also read about Support
Coordination, which is a service
provided by MSWA to help people
understand their NDIS plan and
develop skills in utilising it.

The organisation’'s Annual General
Meeting was held very recently and
it was great to hear that despite the
Coronavirus, our most recent Mega
Home Lottery sold out in record
time, ensuring that we remain
profitable and able to continue
to serve the needs of people
with multiple sclerosis and other
neurological conditions.

At the AGM, George Pampacos
announced his retirement from
the role of President of the MSWA
Board after serving two terms.
George was an excellent president
and brought many skills to the role,
seeing MSWA successfully through
six years of growth and prosperity.
He will be missed and we wish him
well as he pursues other interests
and continues to further his career.

We also had a report from CEO,
Marcus Stafford, at the AGM who
updated us on the continued
success of MSWA in this testing
year. MSWA staff took early and
stringent precautions to protect
against the virus, and it has served
us well. No one associated with
MSWA is known to have become
infected, and we have continued to
grow and serve our Customers well.

In this Bulletin you will also read an
article about long-term Member,
Narelle Taylor, who many of
you will remember as a regular
contributor of humorous articles in
this magazine. Narelle is doing very
well and her story is a very
interesting one.

I hope you enjoy this fine spring
weather and are able to get out
into nature, where you can breathe
deeply of the fresh air. | wish you
all well.

ROS HARMAN
GUEST EDITOR



FROM THE DESK
OF THE CEO

As | pen this contribution to
Bulletin, MSWA has just held its
Annual General Meeting, in which
the Board of Directors welcomed
Clients and staff to our Wilson
Services Centre to hear a summary
of our performance in the last
financial year.

In difficult times brought about
by Covid-19, the year delivered
record-breaking results. These
included financial performance,
the delivery of services, support to
our Customers, our contribution
to research and our increasing

property footprint.

As an organisation looking to the
future, we strive for continuous
improvement, and looking around
us, we recognise that the disability
sector in Australia is challenged by
the demands of funding, workforce
and skills shortages, together with
the safe delivery of quality services
whilst meeting demand.

My philosophy in approaching
these ongoing challenges is to be
measured and thoughtful, mindful
of the present, but with an eye to
the future. This philosophy has
never been so apt and so tested
as we have manoeuvred our way
through the uncertainties of 2020.
The team effort was never more
important and all stakeholders,
including the Board, management,
staff, volunteers, Members and
Clients should take a bow in
acknowledgement of the critical
part that they played.
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MARCUS STAFFORD
CEO
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George Pampacos, with his parents, Barbara and Michael, at the

MSWA Annual General Meeting 2020.

The recent Annual General Meeting
was also an occasion to say au
revoir to George Pampacos, who
has decided to retire as President of
MSWA, after six distinguished years
as President and ten years on the
Board. Having been brought up with
a mum living with MS and driven by
a desire to make a difference, the
results under George's leadership of
the Board speak for themselves.

At the Annual General
I  talked about the
distinction between the role of the
Board and the role of management;
that separation of powers, with
mutual checks and balances that is
designed to protect us all.

Meeting,
sensible

Yet, as | bid farewell to
George, the President,
with both my respect and
appreciation for the role
he has performed, it is so
pleasing that | can say that
| look forward to seeing
George, my friend, in the
years to come.

Since the AGM, the Board has
accepted Ros Harman's nomination
as President. Her wide-ranging
contribution to MSWA makes her a
worthy President to take MSWA on
the next stage of its journey.



NEW MSWA
PRESIDENT

It gives me great pleasure to
announce that, following George
Pampacos’' resignation from the
position of President of the Board
of MSWA, | have been endorsed as
his replacement.

George served on the Board for 10
years, 6 of which were as President
and | would like to thank him for
his service during this time. He
was an excellent President and saw
the organisation through a period
of growth and stability. He also

served MSWA very well as a
representative to MS Australia
and was instrumental to the

reorganisation of MS Research
Australia into a subsidiary of
the MSA Board. | am sure you
will join me in wishing George
well in his future and expect he
will continue to be successful
in  both his professional and
personal life.

As President, | am proud to be the
first woman living with MS in this
role. | have a long history of 32 years
with MSWA, including 16 years on
the Board. | am confident | can work
with the Board as we move into the
next few years.

ROS HARMAN
MSWA PRESIDENT

I would also like to take this
opportunity to congratulate our
CEO, Marcus Stafford AM, on
his honorary doctorate
awarded by Edith Cowan University.
This recognition for his service
to MSWA and elsewhere is well

recently

deserved and we are very lucky
to have had him at our helm for
the past 17 years. | look forward to
working with him into the future.

Warm regards,

Ros Harman
MSWA President

MSWA PROPERTY UPDATE

MSWA MONTARIO QUARTER

The development of a new High
Support Accommodation Facility
in Montario Quarter (Shenton Park)
will begin construction in late 2021.

This new 20-unit Facility will
provide long-term  supported
accommodation options, in a
homely environment, for adults

living with a neurological condition,
with 24-hour care provided onsite.

The Facility will also accommodate
the long-term Quadriplegic Centre
residents who currently reside at
the Quad Centre in Shenton Park.

Completion of MSWA Montario
Quarter is estimated for end of 2023.

MSWA ALBANY

MSWA has begun construction of a
new multipurpose $7m Facility for
people living with a neurological
condition in Albany.

The new High Support

Facility and
Services Centre will replace the
existing Albany Centre which has
been solely providing services and

supports to locals for over 20 years.

Accommodation

The new High Support
Accommodation Facility  will
feature 10 fully accessible units
to cater for MSWA's high support
Customers with 24-hour care
provided on-site.

The new Services Centre will
continue to provide MSWA's
regional Customers access to
services including physiotherapy,
occupational therapy,
counselling, speech,
and outreach.

nursing,
dietetics

It is expected the new High Support
Accommodation Facility and
Services Centre will be completed
early 2022.




STRATEGIC SUPPORTS
AND RESIDENTIAL

OPTIONS

“The struggle you're in today
is developing the strength
you need for tomorrow.
Don't give up.”

Robert Tew.

I thought this quote is probably quite
relevant for so many of us as we face
the many challenges that present
to us personally and as a society.
Obviously, the current challenge
remains COVID-19, and the life
changing restrictions it has imposed
on us. Thankfully Western Australia
has been less impacted by this
highly infectious disease but things
could have been very different had
we not heeded sound advice and
restricted our activities and followed
the key preventative messaging.
But we must not get complacent as
a second wave is a real risk and the
impact could well be greater.

MSWA continues to keep hard at
work, and we have much to be
grateful for,andtolookforwardto.The
recent MSWA Mega Home Lottery
was an amazing success and one of
our Customers and her husband took
out the grand prize! Read about their
story in this edition of Bulletin. We

are contributing another record
amount to neurological research
again this year - $4 million,

supporting researchers looking at
the cause, better treatments and
hopefully cures for MS and other
neurological conditions.

We are very proud of our
capacity to support the
research efforts which bring
hope and better outcomes
for so many people and
their families, both now
and into the future.

We continue to be impressed and
proud of the great research teams
we support and collaborate with
right here in WA, they are all quite
innovative. There is a passion to get
results and have a positive impact
for those living with neurological
conditions, whether that's through
discovering new information about
the cause and risk of developing
a condition or evaluating new
therapies and identifying those
who can most benefit; stay tuned
for our updates.

We are expanding our High
Support Accommodation program
as previously mentioned and we
are glad things can now start
to get back on track. We have
recently commenced construction
of the Albany Facility (10 units) and
adjoining Services Centre. We are in
the planning stage for our Shenton
Park development; 20 units will be
on that site.

SUE SHAPLAND RN, BN, MSCN
GENERAL MANAGER
STRATEGIC SUPPORTS AND
RESIDENTIAL OPTIONS

Our Respite facilities re-opened
after a COVID-induced hiatus. The
staff were so excited to welcome
our Customers back to City Beach
and Treendale. Many Customers
were glad to book an essential
break once again from their daily
home routines and, for their carers,
a well-earned break to recharge
their batteries.

2020 has been a real challenge for
Australia, and indeed the world,
not only due to COVID-19 and the
impact that has had on our freedom
of movement and, for many, their
employment opportunities, but
also, the ongoing forces of nature
with bushfires and storms wreaking
havoc. Hopefully things will get
back to a semblance of normality
and 2021 can be a year of calm and
safety. As we can't travel overseas,
or in some cases even interstate,
Christmas may be different but
hopefully we will get a chance to
enjoy the company of our family
and friends and refresh ready for
the new year. One positive outcome
has been families reconnecting
and people again enjoying home
cooking and crafts. So be prepared
for homemade gifts this year!



MEMBER &
CLIENT SERVICES

Welcome to the spring
edition of our Member &
Client Services Bulletin.

Wonderful to see us getting back to
some warmer weather and lovely
sunny days.

As we continue to be lucky in WA
at keeping COVID-19 under control,
it is also good to know that we are
nearly through the flu season.

Understandably, it is still a difficult
time for those missing families
across states and internationally, as
there still remains some restrictions
on our borders. It does highlight the
importance of staying connected
and | encourage you to use the
resources available to you through
MSWA, and contact us if you need
any help or advice.

Our Outreach team have been
busy ramping up activities over the
past few months. There have been
some great activities happening,
including a morning of live music
at Wilson recently, it was great
to see spirits lifted and everyone
having fun. See more on Outreach
on page 30.

We have recommenced our group
sessions, including coffee catch ups
and support groups, so keep an
eye out for the latest information
on dates and times or contact us if
you would like to know more about
what is coming up.

Great news is that our Albany
build is under way for our new
Accommodation and
Centre. This will be an exciting
project through 2021, managed by
Andrea Taylor. Regular updates will
be provided on the progress with
the build.

Services

Here is the NDIS WA quarterly
results snapshot:

/ 33,062 participants have entered
the Scheme since July 2013. An
increase of 5,174 since last quarter.

/ Increase in active participants
receiving supports for the first
time rising to 15,017.

/ 6,644 plans have been reviewed
this quarter.

/ Average days to complete
first plan after the access
requirements have been met
(age 7 and over) - 120 days

/ Plan utilisation was 63% over a six
month period with 17% of regions
in Western Australia falling below
the benchmark.

/ North East Metro continues to
have the highest number of
active participants (5,556) while
Goldfields-Esperance continues
to have the lowest (502).

NICOLA WASHINGTON
GENERAL MANAGER
MEMBER & CLIENT SERVICES

The number of participants in the
NDIS continues to grow and the
NDIA continues to report on the
ongoing reviews of the program to
create flexibility for participants.

The latest news on the introduction
of independent assessments is
covered by Geoff Hutchinson in his
report on page 12.

We want you to get the best out of
your NDIS planto accesstheservices
you need and choose to receive.
Engagement
team are actively contacting our
Customers to assist with service
delivery, but if you have any
questions regarding your NDIS plan

Our Customer

please do not hesitate to contact
ndisenquiries@mswa.org.au

On a final note, | need to advise
that we have made the decision
to postpone the 2020 Members’
and Volunteers’ Christmas party
until next year. | know that many
of you will be disappointed, but
this decision has been made with
the safety of everyone in mind.
Our plan is to hold ‘Christmas in
July’ in 2021, when we hope to see
COVID-19 under more control across
the globe.



RESEARCH

RESEARCH-

SUE SHAPLAND RN, BN, MSCN

UP
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AND RESIDENTIAL OPTIONS

FROM THE NEUROLOGY RESEARCH REVIEW

Read more at: researchreview.com.au

Association between tumor
necrosis factor inhibitor exposure
and inflammatory central nervous
system events, Kunchok A et al.
(Issue 58, 2020)

A nested case-control
evaluated the
between TNF inhibitor exposure
and inflammatory CNS events
in patients with
disease. 106 patients with an
inflammatory demyelinating or
non-demyelinating CNS event
were matched for age, type of
autoimmune disease, and sex with

study
association

autoimmune

106 controls. 60% of cases and
40% of controls were exposed to
TNF inhibitors.

Comment: This study shows an
increase of demyelinating and
non-demyelinating inflammatory
CNS disease in patients on TNF
inhibitors; not unexpected given
these drugs worsened MS when
used in clinical trials.

There appeared to be a greater
risk of CNS disease in patients with
rheumatoid arthritis. One of the
factors not considered in this study
is the severity of the autoimmune

disease or genetic factors
predisposing to autoimmune
disease which might make a

patient more likely to develop
CNS inflammation.

FROM THE PARKINSON'S DISEASE
RESEARCH REVIEW

Read more at: researchreview.com.qu

Dementia and subthalamic deep
brain stimulation in Parkinson’s
disease (PD), Bove F et al. (Issue
42,2020)

Dementia following bilateral STN-
DBS was evaluated retrospectively
in 175 patients with PD; 104 had
follow-up data out to 10 years.
Risk factors for dementia after
STN-DBS were male sex, higher
age, hallucinations, lower frontal
baseline score and perioperative
cerebral haemorrhage.

Comment: The literature has been
conflicting, but some studies have
suggested a negative impact
of STN-DBS on cognition, and
dementia has been considered
an exclusion criterion for DBS for
this reason. This longitudinal study
reviewed 104 PD patients, treated
with STN-DBS, over 10 years. The risk

of dementia was 26% after 10 years;
and the incidence rate of dementia
was lower than reported in other
longitudinal studies of PD patients
without DBS. Although direct
comparison
of the differing mean ages of the
cohorts; the data provided some
useful statistics for counselling
patients considering DBS.

FROM THE MULTIPLE SCLEROSIS
RESEARCH REVIEW

Read more at: researchreview.com.au

is difficult because

Use of natural medicine and
dietary supplements concomitant
with conventional medicine
among people with multiple
sclerosis, Bergien SO, et al. (Issue
49,2020)

The use of evidence-based MS
therapies with conventional and
alternative medicines (CAMs) is
common, and natural medicine and
dietary supplements (NADS) are the
most frequently used. Research is
important because of the potential
for interactions with conventional
treatments.

This Danish phone survey of 384
MS patients, confirmed that 85%
have used at least one CAM within
the last 12 months. Even when
excluding vitamin D, 78% of patients
used agents including fatty acids,
multivitamins, and calcium.



HERE WE PROVIDE SOME SUMMARIES OF RESEARCH SOURCED FROM WEBSITES IN AUSTRALIA
AND AROUND THE WORLD; WE HOPE IT'S OF INTEREST TO YOU.

WE HAVE INCLUDED BOTH MS SPECIFIC AND OTHER NEUROLOGICAL RESEARCH UPDATES.

READ MORE AT
MSWA.ORG.AU/RESEARCHUPDATE

The most common reason for
using CAMs was to “strengthen the
body” followed by “because it was

recommended”.

Conclusion: The study contributes
to a better understanding of NADS
used among PwMS and shows
that the majority of PwMS use
NADS and that they use it as well
as the conventional MS medicine.
Furthermore, the detailed mapping
of the specific types of NADS used
gives a nuanced insight into the
specific products of NADS used
among PwMS, including different
kinds of vitamins, minerals, and
herbal remedies.

FROM MS RESEARCH AUSTRALIA

Read more at: msra.org.au

MS Risk Increasingly Affecting
Women. Why?

An international group of leading
women in MS, including clinicians
and researchers, has compiled an
extensive review of the sex effects
throughout their lives on MS.

Recent studies suggest that MS
cases are increasing and that the
disproportionately
affecting females. The female to
male sex ratio of MS has risen in
several countries in recent years,
currently in Australia 75% of people
diagnosed with MS are women.

increase is

Sex hormones play a significant role
intheriskand course of MS. Dramatic
hormonal fluctuations can influence
clinical, radiographic, and disability-
related disease parameters. The
role of sex chromosomes on sex
differences in MS risk and disease
progression represents a new
frontier for exploration.

More research is needed to fully
understand  unique  questions
relating to MS and fertility,
pregnancy, and
reproductive aging.

contraception,

Positive News for Women with MS
Planning Pregnancy

World renowned researchers
combined results from previous
studies of 7,034 pregnancies of
6,430 individual mothers, to provide
an updated picture of the effects of

pregnancy on MS.

They confirmed the historic
assumption that pregnancy
reduces MSrelapses, although there
is a slight disease ‘rebound’ after
birth. Pregnant women on modern
MS treatments are significantly
protected from relapses compared

to those in earlier decades.

There were misconceptions in the
past about the effects of pregnancy
on MS, and some MS medications
are unsafe for pregnancy, requiring
careful decisions around optimising

safety for mother and baby.

Combined with the uncertainty
MS brings, there can be significant
anxiety for women with MS around
having children.

Two world renowned British
scientists teamed up with Australian
Dr Vilija Jokubaitis to investigate the
effects of pregnancy on the number
of relapses at different stages of
pregnancy and immediately after
childbirth. They combined results
from 28 studies that met robust

quality criteria: from 1998 to 2019.

Findings: Choosing to start a family
is a momentous decision and
carries additional considerations
for women with MS. This study
confirms that pregnancy can
reduce relapses, and that control of
MS, including for pregnant women,
has improved significantly in the
last two decades.

Thestudy highlightstheimportance
of close communication and
planning between a new mother
and her neurologist when planning
a pregnancy, as some disease
modifying therapies are unsafe
during pregnancy and to ensure
tailored treatment in the period

immediately after childbirth.




RESEARCH

FROM THE MS SOCIETY OF CANADA

Read more at: mssociety.ca

New health conditions identified
as part of the MS prodrome

Neurodegenerative diseases such
as Alzheimer’s and Parkinson'’s, can
start years before clinical diagnosis
and are often preceded by a
range of health issues. Individuals
with Parkinson’s may experience
depression and constipation years
before the classic symptoms,
such as motor deficiencies, are
detected. These early symptoms are
collectively known as the ‘prodrome’.

Recent evidence suggests the
existence of an MS prodrome, as
reported by Dr Helen Tremlett's
research team at the University of
British Columbia. They found that in
the five years leading to the onset
of MS-related symptoms, people
diagnosed with MS were up to four
times more likely to visit a physician
or hospital for conditions related to
nervous system disorders. Higher
rates of other health issues, including
musculoskeletal pain, mood or
anxiety disorders, and migraine
headaches, were also observed
among MS cases. Recognising the
earliest signs of MS years before the
development of classic symptoms
could be important for early disease
detection and intervention. Thus,
additional research is needed.

The study reviewed clinical data
from British Columbia and records
of nearly 8,000 individuals with
MS and more than 35,000 without
MS (controls). The most prevalent
conditions among MS cases in the
preceding five-year period before
onset of classic symptoms (eg, first
demyelinating event) was pain,
followed by sleep disorders,anaemia,
and fatigue. The odds of having a
sleep disorder were up to 161% higher
in MS cases compared to controls,
and the odds of experiencing pain
were up to 115% higher.

FROM THE MS TRUST UK

Read more at: mstrust.org.uk
Myelin Repair Research

Repairing the damage to nerves
caused by MS is possible, according
to new research.

A study of the cancer drug bexarotene
in Cambridge and Edinburgh
showed it led to regrowth of myelin
in people with RRMS. However, the
dose needed to produce this effect
led to serious side effects including
thyroid disease and potentially
damaging levels of blood fats.

Whilst the fact it is possible to
encourage the regrowth of myelin
in humans is a breakthrough and
will lead to further research, the
side effects mean that bexarotene
will not become a treatment for MS.

The Cambridge team are planning
another remyelination study using
metformin (a diabetes drug) in
with  clemastine
(@ treatment for hay
and allergies).

FROM MULTIPLE SCLEROSIS
NEWS TODAY

Read more at:
multiplesclerosisnewstoday.com

combination
fever

Pathway and Its Proteins Found to
Control Myelin Repair, Renewal.

Researchers have identified a
pathway controlled by three proteins
— Daam2, Nedd4, and VHL — as a
key regulator of myelin production
during central nervous system
development and regeneration
after injury. Myelin, the protective
fatty layer that covers nerve fibers
and helps to speed transmission
of signals between nerve cells, is
damaged and lost in MS.

Iron Deficiency May Be Linked to
Depression and Poorer Life Quality.

A small Polish study reported that
low blood levels of ferritin — the
main form of iron stored in cells
— are significantly associated
with  more severe depressive
symptoms and poorer quality of
life in MS patients. Data showed
no link between the levels of other
measures of iron metabolism and
fatigue severity.

$10.5M NATION-WIDE COMMITMENT TO MS RESEARCH

Each year MSWA is able to continue our commitment to neurological research locally, across Australia
and worldwide. By funding a variety of projects through different institutions, we hope to continue
to make real differences for real people living with a neurological condition in WA.

As part of last year’s financial allocation, we contributed $2.1m to MS Research Australia (MSRA) to

form part of their $10.5m national boost towards multiple sclerosis research.

MSWA is proud to support MSRA’'s movements towards finding ground-breaking research results.

“This record figure, formed nationally, shows Australia’s commitment to finding new treatments for
MS. Funding efforts will significantly enhance research outcomes in Australia as well as fast forward
the process for identifying effective MS treatments.” — Marcus Stafford, CEO.

For more information, visit MSRA’s website: msra.org.au/news/record-funding-for-ms-research/

10




RESEARCH

RESEARCH IN FOCUS

Here, we provide an insight into the research projects we are funding in Western Australia.

DEMYSTIFYING DEMYELINATING
DISEASES

MSWA is proud to
funding the
Demyelinating Diseases Research
group, led by group Director and
Clinical Professor Allan Kermode.

continue

Perron Institute’s

Since our last update the group
has been active across
areas in 2020, despite the
disruptions caused by COVID-19,
with  members working both
independently and collaboratively
towards shared targets.

many

In the first seven months of 2020,
the group published 12 peer-
reviewed papers and a further 12
have been submitted or accepted
for publication.

Dr Marzena Fabis-Pedrini, a
key member of the group, is an
MSWA Research Fellow at the
Perron Institute. She is leading
research into biomarkers,
including neurofilament light
chain, to personalise treatment

options for people living with
multiple sclerosis.
Dr Fabis-Pedrini is also leading

studies into the use of quantitative
MRI assessment in the
management of MS, and the inter-
related effects of environment and
immunogenetics.  Collaborations
established  with

University PRC,
the Chinese University of Hong
Kong, and University of California,
leverage

have been

Sun Yat-sen

San Francisco USA to
these findings.

=

'44// d —

Clinical Professor Allan Kermode — Consultant Neurologist and
Head of the Demyelinating Diseases Research at the Perron Institute.

Also with funding from MSWA,
Dr Stephanie Trend, an MSWA
Research Fellow with the Perron
Institute based at the Telethon
Kids Institute (TKI), has continued
work with the group on a long-
term collaborative project led by
Professor Kermode and Professor
Prue Hart (TKI). The research has
been evaluating the effects of UVB
phototherapy as a potential new
intervention for people diagnosed
with clinically isolated syndrome
(single episode) in early MS.

Gathering pivotal pilot data
generated with MSWA support by
Professor Hart's team, has enabled
chief investigator Dr Trend and her
team to be awarded a nationally
competitive MSRA project grant,
which is investigating the role
of antibodies and B-cells in MS.
This recent work has benefitted
from a new collaboration with
Professors Bjorn Frendéus and
Ingrid Teige and their colleagues
at Biolnvent in Sweden.

Dr Xiaonan Zhong, neurologist and
University of Western Australia
PhD scholarship recipient, has also
been busy studying T-cell immune
targets in immediate post-mortem
MS lesions in a collaboration with
Murdoch University, the Erasmus
Medical Centre Netherlands,
and Vanderbilt University USA.
The results will be pivotal in
determining the key drivers for the
development of the MS lesion.

While the work being
conducted by each
researcher is diverse, it is
all scientifically related,
with topics strategically
designed to interlink.

For more information about
MSWA funded research, head to
our website: mswa.org.au/news-
research/research
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CUSTOMER ENGAGEMENT TEAM

INDEPENDENCE DAY

A recent announcement by the NDIA has raised questions as

to the Scheme’s ongoing pursuit of a personalised approach

to disability services.

From its inception, one of the
driving factors of the National
Disability Insurance Scheme (NDIS)
was the installation of a model that
reflected individuals, not conditions.
The person-centred approach to
funding transformed the disability
sector and was an important step
towards empowering individuals to
achieve their goals in a supported,
personalised way.

However, recent changes to the
Scheme have raised concerns that
this personalised approach may
be changing as the government
announced

new independent

assessors will be installed from
2021 as part of their response to the

recent ‘Tune Review'.

Which
questions:

raises three important

1) what's a Tune Review?
2) what's an independent assessor?
3) what does it mean for you?

The Tune Review was a review into
the NDIA by David Tune, a former
senior public servant. His 2019 report
is the basis for the Government's
new Participant Service Guarantee
and has 29 key recommmendations to
cut delays, reduce complexity and
improve services. So far so good.
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More good news was that one of the
recommendations was a review into
what ‘reasonable and necessary’
means as this can be confusing for
participants and providers alike.
To solve this problem the NDIS
announced in September that it
would be installing ‘independent
assessors’ to undertake functional
capacity assessments that support
NDIS access, planning and reviews.
Unfortunately, this is where | start to
get some concerns.

While participants currently receive
reports of the participant’s choice
from allied health professionals
who have spent time with the
Customer and understand their
particular situation, it is proposed
that these new assessments would
be conducted by NDIS-appointed
healthcare professionals (fully paid
for by the NDIS) using standardised
tools. And that's the word that gets
me concerned - standardised.

To be fair to the NDIA, much of what
this ‘independent assessment’
looks like is still unknown. However,
according to reports, assessors will
complete a 20-minute (minimum)
interaction or observation session’
with the participant before writing
their report. So the basis for your
entrance to the NDIS or review
of your changing needs could
be based on a short 20-minute
conversation. Also, this is a good
time to point out that the NDIS has
been conducting their planning
sessions by phone since COVID-19
so, likely, these conversations may
not be face-to-face or in the home.

Of further concern is that it has

stated that “Assessors
must not provide Participants
or Prospective Participants with
copies of the Assessment Reports
or discuss

been

results or outcomes
with Participants or Prospective
Participants in any way." So, if
you want to discuss the outcome
of the report and supply further
information to change the outcome
you may not get the chance.

Again, | must stress that we do not
know the full scope of what these
roles will look like. However, this
announcement has raised some
concerns and without pre-judging
the result, is an issue that should be
monitored over the coming weeks.

GEOFF HUTCHINSON
MANAGER CUSTOMER
ENGAGEMENT



SOCIAL WELFARE

SUPPORT COORDINATION

HELPING YOU NAVIGATE YOUR NDIS PLAN

At MSWA we recognise that navigating the NDIS can be complicated and challenging. Finding

and choosing your provider can be overwhelming and time consuming. Some people may prefer

to manage their NDIS plan themselves. Others feel that they require support to understand

and navigate the NDIS and its process. This is where Support Coordination can help you.

WHAT IS SUPPORT COORDINATION?

Support Coordination is a funded
service within your NDIS plan. The
purpose of this support is to help
you build the skills that you need
to understand and implement your
NDIS plan. Support Coordination
provides ongoing assistance to help
you connect to appropriate services
and supports, as outlined in your
NDIS plan, and helps you coordinate
these supports.

CUSTOMER EXPERIENCES

Claire Suter

“l am reaching out to those of
you who are having a hard time
navigating your NDIS plan, or
formulating them for the first,
second, or even third time. My
advice is to speak to MSWA
about getting a proactive and
approachable Support Coordinator
who is passionate about their role
and empathetic to your situation.

When you are finding life hard and
you are unable to find the muster or
inclination to put your point across or
to take care of yourself, and lacking
in self-confidence, your MSWA
Support Coordinator will be an
excellent advocate. Your coordinator
will attend meetings with service
providers, attend your home when
discussing home modifications, and
assist with any situation where you
might need moral support.

| cannot speak highly enough of
my MSWA Support Coordinator,
Kath. Having an individual who
takes an interest in me has made
such a difference to my daily living.

)

MSWA Social Welfare team.

Nothing appears to be too much
trouble. She anticipates my NDIS
needs and is both an advocate and
fountain of all knowledge.

My final advice is to be prepared
to meet your coordinator halfway
by, for example, reading the
material you receive in the mail
and online from either NDIS or
service providers. This will help you
raise questions and make choices.
It should be a collaborative effort.”

Claire Kennelly

“Hello, let me introduce myself.
I am Claire and | have multiple
sclerosis. Prior to January this year,
my symptoms were pretty much
controlled, and | enjoyed MSWA
and all that was offered, including
the bonding with others affected by
MS. Then, I had a relapse which was
a game changer. | felt | had nobody
to help me with this ‘new normal’.

MSWA came in when nobody
else was looking after my health.
My MSWA Support Coordinator,
Wayne, was one of the main
reasons | never gave up on a
situation which seemed hopeless.

Wayne organised all my supports—care
support workers, physio, counselling
and welfare services. Wayne visited my
home and helped me navigate to get
allthe care | needed.